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ABSTRACT

Caring for a disabled person generally has been recognized as
placing a great burden on the caregiver.

Although much has been

written about how a person copes with rheumatoid arthritis, no
research has focused on the caregiver who assists the person with
arthritis in carrying out the activities of daily living. This
study was designed to ascertain the relationship between the
burden of caregiving and coping strategies for spouses of elderly
persons with advanced rheumatoid arthritis.

Two theoretical

frameworks were articulated as the conceptual basis for this
study:

the Neuman Systems Model (1989) and Lazarus's Stress,

Appraisal, and Coping Model (1984).
Data were collected using two instruments.

The first was a

two-part researcher developed caregiver survey which incorporated
demographic questions and a social support survey adapted from the
Norbeck Social Support Questionnaire (1981). To measure the burden
of caregiving, the Index of Activities of Daily Living (Katz,

Ford, Moskowitz, Jackson, Jaffe, 1963) and the Instrumental
Activities of Daily Living Scale (Lawton & Brody, 1969) were used.
The second instrument, the Jalowiec Coping Scale (1987), was used
to determine both the coping styles used and the effectiveness of
each coping style in reducing the caregiving burden.

A

convenience sample of 30 spouse caregivers from a rheumatology
clinic in a central Mississippi city was selected. Participants
iv

were 60 years of age or older, who provided 51% or more of the
assistance with activities of daily living required by a husband/
wife with advanced rheumatoid arthritis.

The scores for burden of

caregiving were found to divide the caregivers with 14 (46.7%)
having high burden and 16 (53.3%) having low burden. Three coping
styles predominated in both use and effectiveness:
confrontation, and self-reliance.

optimism,

No relationship was

demonstrated between the burden of caregiving and level of coping
(r = .0459 [df = 29], o = .3746).

Despite a lack of demonstrated

relationship, the gerontological nurse clinician may assess a
caregiver's burden and level of coping and intervene as necessary.
It is recommended this study be replicated using a larger sample
size to further investigate if a relationship exists between the
burden of caregiving and the level of coping for spouse caregivers
of elderly persons with advanced rheumatoid arthritis.
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CHAPTER I
THE RESEARCH PROBLEM

Rheumatoid arthritis is a crippling disease which can result
in difficulty or inability to carry out the normal activities of
daily living.

If coping with the normal functional changes of

aging are compounded by the functional changes of arthritis, the
impairments of elderly persons can be great.

If the caregiver for

the arthritic person is a spouse, who also is elderly, the problem
becomes complex. The purpose of this study was to ascertain the
relationship between the burden of caregiving and the level of
coping for spouses of elderly persons with advanced rheumatoid
arthritis.

Introduction to the Problem
Of the 37 million Americans with rheumatic diseases, 8 million
persons (22%) have rheumatoid arthritis (Lambert & Lambert, 1987).
While no statistical data on the incidence of rheumatoid arthritis
in Mississippi was found, extrapolation of national statistics
suggested that at least 82,500 cases of rheumatoid arthritis may be
found in this state (U.S. Bureau of the Census, 1983; Arthritis
Foundation, 1989).

Women are more than twice as likely as men to
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be affected by the disease which has a peak age of onset between 40
and 60 years of age (Schumacher, 1988).
Rheumatoid arthritis was defined by Schumacher (1988) as a
systemic disease of unknown etiology that is chronic in nature.
The disease is primarily characterized by its involvement with the
body's joints which are progressively destroyed by intermittent
periods of inflammation.

The end result of rheumatoid arthritis is

loss of joint motion, deformity of the joint, and dehabilitation
related in degree to the severity of the process.

As joint

function is lost, the person requires more help in carrying out the
activities of daily living and instrumental activities of daily
living.

The essential activities of daily living are the ability

to feed, bathe, dress, use the toilet, transfer in and out of bed
or chair, and maintain bowel and bladder continence by one's self
(Eliopoulous, 1987; Smith, Hogan, & Rohrer, 1987).

The

instrumental activities of daily living are using the telephone,
shopping, using transportation, taking prescribed medications,
handling money, preparing food, keeping house and doing laundry
(Lawton & Brody, 1969).
The impact of rheumatoid arthritis is particularly hard on
elderly persons.

With the normal aging process, the loss of

functional and energy reserves needed to adapt to the stresses
placed on the body by the environment may decline (Ebersole & Hess,
1985; Cohen, 1984).

With the additional stress of rheumatoid
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arthritis, individuals who previously may have been independent in
their activities of daily living may no longer be able to function
without caregiver assistance.
The degree to which a person can perform the activities of
daily living independently is that person's functional capacity
which, for persons with rheumatoid arthritis, is classified on a
scale of I to IV.

In class I, all usual activities of daily living

may be carried out without impairment.

In class II, all activities

of daily living may be carried out despite pain or range of motion
limitations existing in one or more joints.

In class III,

impairment is so severe as to permit independent performance of few
or no activities of daily living.

In class IV, impairment

prohibits independent performance of self care with the affected
person wheelchair or bed bound.

When the disease process of

rheumatoid arthritis reaches functional capacity classifications
III and IV, defined in this study as advanced rheumatoid arthritis,
the person is unable to perform self care independently and may be
confined to a bed or wheelchair (Schumacher, 1988).
Yelin (1989) stated that some 80% of elders with rheumatoid
arthritis have functional limitations and one-third of these are
totally incapacitated with regard to activities. If the caregiver
of the arthritic person also is elderly, a considerable burden is
placed on that caregiver.
caregiver burden as,

Zarit, Todd, and Zarit (1986) defined

"the extent to which caregivers perceived
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their emotional or physical health, social life, and financial
status as suffering as a result of caring for their relative"
(p. 261). The caregiver burden includes being nurse, cook, home
helper, entertainer, spouse, and personal attendant to the
dependent person for as much as 24 hours a day, 7 days a week
(Baines, 1984; Gaynor, 1989; Oliver, 1985).
The burden of caregiving for a disabled person can have
significant impact on the elderly caregiving spouse.

As an elder,

the caregiver is experiencing multiple aging changes and
disruptions in the physical, psychological, and social areas of his
or her own life.

Physical strength and endurance decline with age

as do vision and hearing.

Role losses, illness, and various crises

may result in altered psychological functioning. Social
relationships are altered by dehabilitating illnesses or death
(Eliopoulous, 1987; Ebersole & Hess, 1985). In addition to these
normal aging changes, the elderly spouse caregiver may also suffer
from a chronic health impairment (Fengler & Goodrich, 1979;
Dellasega, 1989).
The burdens inherent in the caregiver role, coupled with aging
changes and illness in the caregiver, can negatively effect the
spouse caregiver's health (Dellasega, 1989; Gaynor, 1989).
However, in reviewing a multitude of studies about caregiving,
Stone, Cafferata and Sangl (1987) noted that emotional strain, more
than physical health problems, was the most pervasive finding.
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Putterill, Disla, Jacka, Hoffman, and Watermeyer (1984) likewise
found emotional problems resulting from caregiving burdens to be
the chief difficulty experienced by caregivers.
As the impact of caregiving is felt by the caregiver, that
individual begins to utilize coping behaviors, defined by Holroyd
and Lazarus (1982), as the efforts used to manage internal and
external demands.

The effectiveness of a given strategy to alter

the burden perceived by the caregiver is subjective and thus varies
from caregiver to caregiver.

Coping strategies which subjectively

reduce the perceived caregiving burden may be judged as effective
while those which do not subjectively reduce the caregiving burden
may be judged as ineffective.
in the literature include:

Various coping strategies identified

prayer, staying busy, physical

exercise, trying to run or hide from the situation, information
gathering, seeking help, ignoring the situation, hoping things will
get better, and using drugs or alcohol (Baines, 1984; Srivastava,
1988).
Although the various aspects of caregiving burden and coping
with the role of caregiving have been examined in a number of
studies, no studies have examined burden and coping in caregivers
of rheumatoid arthritis patients. Therefore this study was
designed to assess the relationship between the level of coping of
a spouse caregiver and the burden of caring for an elderly person
with advanced rheumatoid arthritis.
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Theoretical Framework for the Study
Two theoretical frameworks are articulated as the conceptual
basis of this study.

The first, Neuman's Systems Model (1989), is

from nursing while the second, Lazarus's Stress, Appraisal, and
Coping Model (Lazarus & Folkman, 1984), is based in psychology.
In Neuman's System's Model (1989) an individual is viewed as a
whole person who acts on and reacts to the environment (see Figure
1).

Ordinarily a free exchange of energy exists between the person

and environment.

In the environment, however, stressors exist

which are defined as internal and external tension-producing
stimuli.

These stressors have the potential to move the individual

from a harmonious state, that of wellness, to a disharmonous state,
that of illness.
In the Neuman Model the individual, here the caregiving spouse
of an elder with advanced rheumatoid arthritis, has various levels
of defense to cope with the stressors of life.
of defense is outer most.

The flexible line

This flexible buffer protects the second

layer, the normal line of defense, which includes all of an
individual's normal adaptation mechanisms, in this study, the
coping strategies. Within the second layer are the flexible lines
of resistance.

These lines are the resistance mechanisms which

serve as the individual's last barriers to protect the core being

7

Basic structure
• Basic factors common to
ali organisms, i.e..
• Normal temperature
rarvge
• Genetic structure
• Response pattern
• Organ strength
• Weakness
• Ego structure
• Knowrts or commonalities

Stressors
• More than one stressor
could occur
simultaneously*
• Same stressors could vary
as to impact or reaction
• Normal defense line varies
with age and development

NOTE.
* Physiological, psychological socioloculturai
developmental and spiritual variables are
considered simultaneously in each client
concentric circle

Figure 1.

The Neuman Systems Model (Neuman, 1989, p. 2 6 )
Copied by permission
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and life energy supply.

This core is called the basic structure

energy resources.
All through life an individual is assaulted by stressors.
Utilizing the nursing process as a guide for data collection and
nursing actions (American Nurses' Association, 1980), the nurse may
identify a stressor such as the spouse's burden of caring for an
elder with advanced rheumatoid arthritis.

According to Neuman's

Model, nursing intervenes in the form of primary prevention before
the client's flexible line of defense is breached.

If a stressor,

in this case the burden of caring, penetrates the normal line of
defense, the caregiver's energy expenditure exceeds intake,
homeostasis is disrupted, and disequilibrium, in the form of
illness or other crises, may ensue.

Here the nurse intervenes in

the form of secondary prevention to stop and reverse the negative
energy flow.

After such a disruption in equilibrium has run its

course and the caregiver has reached a homeostatic level of
functioning, the nurse may intervene and rehabilitate spouses by
educating them in how to prevent recurrence of the disequilibrium.
This intervention is termed tertiary prevention.

The caregiving

spouse of an elder with advanced rheumatoid arthritis may be at any
point on the health-illness continuum and may require appropriate
intervention to assist in managing the burden of caregiving.
The psychological theory supporting this study which helped to
explain the role of stressors in Neuman's theory is Lazarus's
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stress, Appraisal, and Coping Model (Lazarus & Folkman, 1984).
Lazarus, like Neuman, viewed stressors as either environmental or
internal demands judged by an individual as taxing or exceeding
that individual's abilities to cope (Folkman & Lazarus, 1980).
When a stressor, such as the burden of caregiving, invades the
flexible line of defense (Neuman, 1989), the stressful situation is
appraised by the caregiver for the degree of relevance, what is at
stake, and the available resources and strategies for managing the
stressor (Folkman & Lazarus, 1980).
An appraisal of what is at stake is judged to be either
irrelevant, benign, positive, or stressful in its impact on an
individual.

Appraisals deemed stressful can be further classified

as (a) one of threat, where danger is impending, (b) harm-loss,
where the impact already has occured, or (c) challenge, where
either a positive or negative outcome may occur depending on the
individual's actions. The exact effects of each type of appraisal
is unknown. Challenge is speculated to evoke more effective coping
than threat or harm-loss and therefore is thought to be less
stressful (Folkman & Lazarus, 1980).
Coping, in Lazarus's Model, was defined as,

"constantly

changing cognitive and behavioral efforts to manage specific
external and/or internal demands that are appraised as taxing or
exceeding the resources of the person" (Lazarus & Folkman, 1984,
p.141).

Another definition given by Lazarus (Holroyd & Lazarus,
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1982) defined coping as the efforts to manage internal and external
demands, and conflicts which arise among the demands. This
definition is consistant with the role of Neuman's flexible line of
defense (Neuman, 1989) and in this case would be those strategies
used by a caregiving spouse to manage the burden of caregiving.
Individuals employ a whole range of coping strategies in managing
stressful situations (Folkman & Lazarus, 1980).

The work of

Folkman and Lazarus provided the theoretical framework for Jalowiec
who developed the Jalowiec Coping Scale (A. Jalowiec, personal
communication, August 28, 1989).
Effective coping, the utilization of strategies which stop or
reduce stress, appears to be a determining factor for a healthy
outcome in a stressful situation.

This principle compares to

Neuman's flexible line of defense being able to shield the
caregiver from the assaulting stressors of the caregiving burden,
and enables a homeostatic balance, that of wellness, to be
maintained (Neuman, 1989).

Ineffective coping, on the other hand,

does not reduce the stress or may add to it, yielding an unhealthy
outcome for the burdened caregiver (Holroyd & Lazarus, 1982).

This

principle compares to a situation in which Neuman's flexible line
of defense is unable to shield a caregiver from the assaulting
stressors of the caregiving burden and disequilibrium results from
the outflow of energy from the normal line of defense expended in
an attempt to maintain homeostasis (Neuman, 1989).
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Significance of the Study
While the caregiver has a heavy burden in caring for a
dependent spouse, most research on families with a disabled member
has focused on the disabled person (Baines, 1984; Fengler &
Goodrich, 1979; Oliver, 1985).

Zelewsky and Deitrick (1987)

contended that if caregiver needs are not identified, a crisis may
ensue resulting in emotional trauma for the caregiver and
institutionalization of the dependent person.

How caregivers cope

with the burden of caregiving thus influences the care they are
able to provide.
The holistic philosophy of nursing includes the family in a
disabled person's overall plan of care (American Nurses'
Association, 1980). This philosophy then, would include the
caregiver and how he or she is managing the caregiving burden.
Data from this study may provide a standard by which nurses in
clinical practice assess a spouse caregiver's coping strategies for
effectiveness, formulate a nursing diagnosis, plan and implement
intervention to support and increase use of effective coping
strategies, and evaluate effectiveness of the strategies in
reducing the caregiving burden.

Nursing education may benefit from

this research as new techniques for assessing and supporting coping
strategies may be derived from the data obtained in this study.
Nursing research also may benefit from this study as it both tests
nursing theory and supplements data from other nursing research in
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the area of the caretaking spouse's coping strategies (Polit &
Hungler, 1987).

Assumptions
The assumptions underlining this study were as follows:
1.

People experience stress in their environment.

2. People use coping strategies to manage stress.
3. Caregiving is stressful.

Statement of the Problem
As a guide to the investigation of how caregiving spouses of
persons with advanced rheumatoid arthritis utilized coping
strategies in managing this burden, the following question was
asked:

What is the relationship of coping strategies to the burden

of caregiving for spouses of elderly persons with advanced
rheumatoid arthritis?
Numerous studies have indicated the caregiving burden to be
great (Baines, 1984; Barusch, 1988; Cantor, 1983; Dellasega, 1989;
Gaynor, 1989; Oliver, 1985; Putterill et al., 1984; Zalewsky &
Deitrick, 1987). The use of coping strategies to reduce the impact
of caregiving burden has also been documented (Baines, 1984;
Barusch, 1988; Putterill et al., 1984; Srivastava, 1988).

None of

these studies, however, were specific to the spouse caregiver of an
elder with advanced rheumatoid arthritis.
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Purpose of the Study
The purpose of this study was to ascertain the relationship of
the burden of caregiving and level of coping for spouses of
elderly persons with advanced rheumatoid arthritis.

Research Questions
In order to understand how the caregiving spouse of an elderly
person with advanced rheumatoid arthritis utilizes coping
strategies, the research questions which guided this study were as
follows:
1.

What are the burdens of caregiving for elderly persons with

advanced rheumatoid arthritis?
2.

What coping strategies are used by caregiving spouses of

elderly persons with advanced rheumatoid arthritis?
3.

What is the effectiveness of coping strategies used by

caregiving spouses of elderly persons with advanced rheumatoid
arthritis?
4.

What is the relationship between the burden of caregiving and

the level of coping used by caregiving spouses of elderly persons
with advanced rheumatoid arthritis?
Definition of Terms
For purposes of this study, terms were defined in the
following manner:
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Coping strategies were those methods used by individuals to
manage the burden of caregiving as measured by the Jalowiec Coping
Scale (JCS).

These methods were judged as effective or ineffective

in reducing the burden of caregiving.

Effective coping strategies

were those activities which reduced or stopped the impact of the
caregiving burden.

An individual's raw effectiveness score on the

JCS, which was 51% or greater of the maximum possible score for a
given coping style, indicated the individual's use of that strategy
was effective in reducing caregiver burden.

Ineffective coping

strategies were those activities which did not reduce the impact of
the caregiving burden, or added to the caregiving burden they were
attempting to reduce.

An individual's raw effectiveness score on

the JCS, which was 50% or less of the maximum possible score for a
given coping style, indicated the individual's use of that coping
style was ineffective at reducing the caregiving burden.
Burden of caregiving was,

"the extent to which caregivers

perceived their emotional or physical health, social life, and
financial status as suffering as a result of caring for their
relative" (Zarit et al., 1986, p. 261). The caregiver was the
person available to give care for 51% or more of the time
assistance was required by the person with rheumatoid arthritis in
performing the activities of daily living or instrumental
activities of daily living.

The activities of daily living

included feeding, bathing, dressing, toileting, assistance in and
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out of bed or chair, and maintaining bowel and bladder continence.
The instrumental activities of daily living included use of the
telephone, shopping, use of transportation, taking prescribed
medication, handling money, preparing food, keeping house, and
doing laundry.

Dependence by the arthritic person on the caregiver

for assistance in performing 8 or more of the 14 activities of
daily living and instrumental activities of daily living indicated
high caregiver burden.

Dependence by the arthritic person on the

caregiver for assistance with less than 8 of the 14 activities
indicated low caregiver burden (Kane & Kane, 1981; Lawton & Brody,
1969; Katz, Ford, Moskowitz, Jackson, & Jaffe, 1963).
Spouses of elderly persons with advanced rheumatoid arthritis
were the persons, living in a marital relationship with a person
having advanced rheumatoid arthritis, who assisted in performing
the activities of daily living as measured by self report on the
Katz Index of Activities of Daily Living (1963) and the
Instrumental Activities of Daily Living Scale (Lawton & Brody,
1969).
Elders were persons 60 years of age or older and included both
the caregiving spouse and the person with advanced rheumatoid
arthritis.
Advanced rheumatoid arthritis is rheumatoid arthritis which
has progressed to functional capacity class III in which the person
is able to perform independently few or none of the activities of
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daily living, or functional capacity class IV in which the person
is confined to a wheelchair or bed and is able to perform
independently few or none of the activities of daily living
(Schumacher, 1988) as measured by the health record.
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CHAPTER II
REVIEW OF THE LITERATURE

A review of the literature showed caregiving burden to be an
inseparable part of taking care of a disabled individual.

No

literature was found that specifically addressed the caregiving
burden and coping strategies of caregiving spouses of elderly
persons with advanced rheumatoid arthritis. In this review of
literature, therefore, studies of the burden of caregiving for
spouse caregivers and coping strategies used by caregiving spouses
of disabled or chronically ill persons are discussed.

The Burden of Caregiving for Spouse Caregivers
Baines (1984) investigated factors that may result in
caregiver burden for older adults who cared for a person disabled
by a chronic illness.

This study was to expand the knowledge base

about the primary caregiver in the home.

A non-random sample of

50 family caregivers was chosen through public health departments.
Both the caregiver and disabled person had to be 65 years of age
or older according to the criteria established for this study.
Caregivers averaged 73 years of age and were 78% female.

Seventy-

two percent of the caregivers were married to the disabled person
receiving care; the other 28% were friends or relatives.

Racial

make-up of this sample was 62% white, 34% black, and 4% hispanic.
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Caregivers reported their health to be excellent in only 10% of
the cases while the remaining 90% reported their health to be good
to poor.
Caregivers were interviewed by a registered nurse who used a
modified version of the Chronicity Impact and Coping Instrument:
Parent Questionnaire developed by Hymovich. Data obtained
included demographic information about the caregiver and disabled
person, type of care provided, caregiver concerns, and coping
strategies utilized in the past.
Results showed the caregiver's biggest burden was keeping the
disabled person entertained.

Problems faced with the disabled

person's bowel and bladder, nutrition, and sleep needs also were
found to be a burden to the caregiver.
were expressed by the caregivers.

Many self concerns also

Both confinement to the home by

the caregiving role and lack of money impacted 64% of the
caregivers, followed by exhaustion and lack of knowledge about
caregiving.

The researcher suggested respite care and

recreational therapy be used to ease caregiver burden.
Cantor (1983) viewed previous studies on caregiver strain as
being flawed because the variables of sex, age, work and health
status, and type of relationship were grouped, thus decreasing the
usefulness of the findings.

Subjects for this study were drawn

from elders and their primary caregivers served by a large New
York City homemaker service.

A total sample of 111 caregivers was
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used.

Of the sample, 37 persons (33%) were spouse caregivers.

Eighty-one percent of the caregivers were 60 years of age or
older.
(48.6%).

Male spouses (51.4%) gave care more often than females
Of the spouse caregivers, 10.8% perceived their health

as good, 45.9% as fair, and 37.8% as poor.

Data was missing for

5.5% of the caregivers.
Interviews were conducted with caregivers and disabled
persons shortly after the start of homemaker service and 12 weeks
later when the service ended.

The disabled persons were assessed

with the Townsend Index of Functional Incapacity, while caregivers
were assessed using the Hollingshead Two Factor Index of Social
Class, a familism scale, and a series of questions which appear to
have been developed by the author.
Results indicated caring for a disabled person places a great
burden on a caregiver and that the closer the bond, the greater
the burden.

Findings also suggested that the more care a

caregiver provides, the greater his or her sense of burden.

The

authors recommended developing respite care and better home health
services to assist elderly spouse caregivers in caring for the
dependent person.
Zarit, Todd, and Zarit (1986) conducted a 2-year follow-up
study as part of a longitudinal investigation of the burden
husbands and wives felt as caregivers for senile patients.
this study, 64 caregivers who had participated previously in

In
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research on caregiving burden were interviewed to identify factors
which might mediate the caregiver's perception of burden.
Potential differences in how caregiving husbands and wives
perceived caregiving burdens were also of interest to the
researchers.

Thirty-three wives and 31 husbands who were

caregivers were subjects for this study along with their dependent
mate. The mean age of caregiving husbands was 72.3 years and
caregiving wives was 63.4 years.

The mean age for the senile

husband was 69.3 years of age and senile wife was 70.5 years of
age.
Data were gathered using several tools.

A 20-item Burden

Interview was developed by the authors and adminstered to the
caregivers.

This scale measured the caregiver's perceived

feelings of burden based on the degree of agreement to 20-items on
the tool.

Severity of the dependent person's disability was

measured by the Mental Status Questionnaire (MSQ) and the FaceHand Test.

The Memory and Behavior Problem Checklist was

administered to the caregiver.

This instrument listed 28 common

problems caregivers of senile patients are likely to face and
asked the subject to indicate the frequency with which each
problem had been encountered during the last week.

For those

problems encountered subjects were asked to tell how well they
responded.

Answers were recorded on 5-point Likert scales which

ranged from "never occurred" to "occurs daily or more often for
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frequency, and "the behavior could be tolerated" to "intolerance
and need to change the situation" for effectiveness.

Caregivers

were asked to estimate social support on a 4-point scale from "all
the help needed" to "overwhelmed".

Caregivers were also asked to

estimate the quality of the relationship with their dependent mate
on a 10-point scale from "poor" to "excellent".
The data from this study indicated that a given caregiving
demand, such as caring for an incontinent person, was perceived
differently by individual caregivers. The impact appeared
greatest when the senile person manifested some problem behavior
with which the caregiver has trouble coping.

Another interesting

finding in this longitudinal study was that the caregiver's
ability to cope with problem bahavior increased despite worsening
in the demented person's bahavior.

The authors found no

differences in subjective burden between husband and wife
caregivers.

Recommendations from this study were that programs be

established to boost coping and thus reduce subjective burden
experienced in caregiving.

Respite programs and early

intervention were specific ways of achieving that goal.
The demands of caregiving placed on spouses of persons with
advanced cancer were examined by Stetz (1987).

Caregiving demands

were defined as challenges or difficulties encountered in the
physical, psychosocial, financial, and role change dimensions when
caring for a family member.
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This descriptive cross-sectional study employed qualitative
methodology in collecting data.

Sixty-five caregiving spouses of

persons with advanced cancer were chosen by purposive sampling
from home health agencies in the Pacific Northwest.

To be

included, both the spouse caregiver and ill person had to be 18
years of age or older, advanced cancer must have been diagnosed in
the dependent person, a home health agency must have been on the
case for at least 2 weeks, and the caregiving spouse must have
assisted the person with cancer with one or more activities of
daily living for a month before being interviewed.

Wives made up

67.7% (44) of the caregivers and husbands 32.3% (21).

The mean

age for the caregivers as a group was 66.4 years of age; the mean
age for the person with cancer was 69.5 years.

White couples

comprised 97% of the sample.
The interview schedule was researcher developed and based on
caregiving problems encountered with advanced cancer that were
identified in the literature.

After being judged for content

validity and pilot tested on three subjects, a modified version
was administered in the study.

The interview, conducted in the

home, took about 30 minutes to complete.

Content categories were

identified and coding rules developed to classify and analyze
answers to the question,

"Sometimes persons caring for their

spouse encounter situations that are difficult for them, what
things are difficult for you?" (Stetz, 1987, p. 262).
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Caregivers reported spending an average of 23.2 hours a day,
7 days a week in the home and 78% reported never leaving the house
on an average day.

The interviews identified nine categories of

caregiver demand: (a) managing the physical care, treatment
regimen, and imposed changes; (b) managing the household and
finances; (c) standing by; (d) alterations in spouse caregiver's
well being and patterns of living; (e) constant vigilance; (f)
unmet expectations from health care system; (g) cancer itself;
(h) anticipating the future; and (i) alterations in relationship
with ill spouse.

Two or more caregiving demands were experienced

by 70% of the caregivers.

Management of physical care was

reported to be the greatest burden by 69% of the subjects,
followed by management of household and finances (39%) and
standing by (also 39%). Differences were noted in male and female
perceptions of the burden of care.

While both sexes chose

physical caregiving as the primary burden, male caregivers chose
managing the household and finances as their second greatest
demand (52.6%) while female caregivers chose standing by (38.1%)
as their secondary demand.

Male caregivers reported 1.9

caregiving demands on average while female caregivers had an
average of 2.5 caregiving demands.
The authors recommended further studies and comparison of the
demands of caregiving as identified by a qualitative study and an
instrument to measure responsibility by self-report.

Another
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study was planned to compare demographic data with caregiver
demands.

Coping Strategies Used by Caregiving Spouses
Barusch (1988) studied caregiving spouses to identify those
factors which presented problems for the caregiver and to identify
coping strategies useful in managing those problems. Study
results were to be incorporated into an education program for
caregiving spouses.
The sample of 89 caregivers was selective with recruitment
done by advertising on television, radio, posters, and door-todoor enrollment.

The sample was 89% white, 65% female, and had a

mean age of 68.9 years. The disabled spouse's mean age was 71
years.

The researcher developed a 34-item Coping Inventory

divided into the following six catagories:

care management,

personal and psychological, interpersonal with spouse,
interpersonal with others, financial, and other problems.

For

those problems reported, subjects were allowed to describe their
coping strategy in detail.

Effectiveness of the given coping

strategy was rated subjectively on a 5-point Likert scale from
"not at all effective" to "completely effective".

The gualitative

descriptions of coping strategies were coded by two independent
reviewers using a researcher modified version of Lazarus and
Folkman's (1984) Coping Model.

These catagories were: not coping
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at all, inhibition of action, information seeking, partial action,
cognitive restructuring, seeking help to change the situation, and
doing something alone to change the situation.
The results showed that information seeking from family or
professionals was the most frequent coping response.

Failure to

cope, however, was the second most frequent response. In terms of
effective coping, subjects had the best results when they changed
the situation alone or with help. Based on these findings the
recommendation was that caregiver support or education programs
teach coping strategies which promote caregiver independence thus
allowing them to change a situation alone.

At the same time,

information seeking strategies and community resources must be
included for those times when help will be needed.
Srivastava (1988) investigated the coping strategies used by
caregiving spouses of continuous ambulatory peritoneal dialysis.
This procedure was regarded as an independent activity of the
patient.

In reality, however, partial or total care and

performance of this procedure must be carried out by the spouse.
This descriptive correlational design used a convenience
sample of 30 persons obtained through four metropolitan hospitals.
The subjects were spouses of persons who had been using continous
ambulatory peritoneal dialysis for 6 or more months. The sample
was 77% female and 23% male with a mean age of 55.4 years. The
average number of hours a week spent in caregiving was 49 hours
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with a median of 14 hours.

The discrepancy between mean and

median hours of caregiving was accounted for by a number of
responses of giving care

"24 hours a day, 7 days a week".

A

researcher modified version of the Jalowiec Coping Scale (Jalowiec
& Powers, 1981) was used in data collection.

Originally the JCS

was a 40-item instrument which listed coping strategies that may
be used in an attempt to manage the caregiving burden. Spaces
were provided at the end of the scale for subjects to state other
coping strategies they use but are not contained in the JCS.

The

strategies were classified as either problem-oriented or
affective-oriented.

The researcher sub-divided one strategy to

distinguish between family support and support from the spouse to
whom the care is being given.

A scale to assess effectiveness of

a given strategy used by the subject also was added by the
researcher.

The population of this study, which used the modified

Jalowiec Coping Scale, had a Cronbach's alpha coefficient of 0.75.
A demographic profile and the JCS was administered by
interview technique and took around 30 minutes to complete.

For

each coping strategy presented, subjects were asked to indicate
how frequently they used that strategy.

Responses were recorded

on a 5-point Likert scale with answers ranging from
"almost always".

never

to

When a strategy was used, the subject was asked

to rate subjectively the effectiveness of that strategy.
Effectiveness responses were recorded on a 4-point Likert scale
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with answers ranging from
effective .

"not at all effective"

to

"very

Answers from each class of strategy were summed to

derive an affect-oriented or problem-oriented subscore.
Effectiveness scores for each strategy were summed and divided by
the number of coping strategies used. This calculation resulted
in a subject effectiveness score.

As another measure of caregiver

coping, a 100 mm. horizontal line was used for a visual analog
scale.

This scale was administered to the subjects by asking them

to plot their overall assessment of how well they were coping.
All spouses in this study perceived themselves as coping well
or very well even though they felt the caregiving burden was
heavy.

Strategies most frequently used were not always the most

effective strategies for reducing the burden. Some strategies
added to caregiver burden by producing depression or other
problems.

Often caregivers knew the coping strategies were not

effective or had negative impact but still used them.
Srivastava (1988) recommended further research into coping
strategies utilized by caregiving spouses.

Specifically, special

attention should be given to coping effectiveness and its impact
on a person's social functioning, morale, and physical health.

Summary
The studies cited in this review of literature all explored
aspects of the burden of caregiving on spouse caregivers or coping
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strategies used by those spouses in managing that burden or both.
Baines (1984) and Cantor (1983) explored factors which may result
in caregiver burden in caring for a disabled elder but did not
examine coping strategies used by the caregivers.

Stetz (1987)

examined the demands of caregiving encountered by spouses of
persons with advanced cancer.
strategies was done.

Again, no review of coping

Zarit, Todd, and Zarit (1986) explored the

burden and coping strategies of elderly spouse caregivers of
senile persons.

This study was descriptive and no correlation of

burden and coping strategies was done.

Barusch (1988) studied

elderly caregiving spouses to identify problems encountered in the
caregiving role and the coping strategies utilized in managing
those problems.

This study focused on identifying coping

strategies effective in reducing caregiver burden but did not
correlate the burden with the strategies used and their
effectiveness.

Srivastava (1988) also investigated coping

strategies utilized by caregiving spouses and correlated them with
the caregiver's assessment of their effectiveness but, as with
Barusch (1988), did not correlate them with the caregiver's
burden.
No study was found which explored the caregiving burden and
level of coping for spouse caregivers of persons with rheumatoid
arthritis.

Therefore the objective of this study is to explore
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the relationship of the burden of caregiving and level of coping
for spouses of elderly persons with advanced rheumatoid arthritis.
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CHAPTER III
THE RESEARCH DESIGN

Caregiving for a disabled person has been shown to place a
great burden on the caregiver, especially when the caregiver is an
elderly spouse.

At the same time, few studies have investigated

the effectiveness of coping strategies used by spouse caregivers
to reduce the burden inherent in caring for a disabled husband or
wife. This study was designed to examine the relationship between
the burden of caregiving and the level of coping for spouse
caregivers of elderly persons with advanced rheumatoid arthritis.

Design of the Study
This study was designed as a descriptive correlational
investigation.

According to Polit and Hungler (1987), the goal of

descriptive correlational research is to describe relationships
between the variables under investigation.

In this type of

research no attempt is made to draw conclusions as to the
existance of cause-and-effect relationships.
The variables of interest in this study were the burden of
caregiving and the level of coping for the caregivers as
determined by the Katz Index of Activities of Daily Living (1963)
and the Instrumental Activities of Daily Living Scale (Lawton &
Brody, 1969), and the Jalowiec Coping Scale (1987).

Age of the
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caregiver and arthritic person, functional capacity of the
arthritic person, and amount of care provided by the caregiver
were the controlled variables.

Intervening variables may have

included the length of time the arthritic person had reguired
assistance from the caregiver and the caregiver's support system.

Setting, Population, and Sample
The setting for this research study was a central Mississippi
city which serves as the major medical referral center for the
state.

All socioeconomic classes and educational backgrounds are

represented in persons using this center.

The 1986 population of

persons 60 years of age or older in Mississippi was 418,000 or 16%
of the state's total population.

Of the elder population, 282,000

(67%) were white, 134,000 (32%) were black, and 2,000 (<1%) were
of other racial background.

About 170,000 (41%) of elderly

Mississippians lived on an income that fell below 125% of the 1986
poverty level (Mississippi Council on Aging, 1987). Five
physicians practicing in four clinics which specialized in
treating rheumatic diseases, including rheumatoid arthritis, were
located in this city.
The population of this study was the caregiving spouses of
those persons with rheumatoid arthritis presenting for care at the
largest clinic in the city that specialized in the treatment of
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rheumatic deseases.

The sample included all spouse caregivers of

elderly persons with advanced rheumatoid arthritis who were over
60 years of age themselves, and provided 51% or more of the
required assistance with ADL's and IADL's. The sample size was
30.
Those meeting the criteria for inclusion in the study were
given a copy of the Invitation to Participate in a Study (see
Appendix A).

If the caregivers, after having read the invitation,

agreed to participate in the study, they signed the informed
consent portion on the invitation. Subjects were assured their
answers would not be shared with their spouse or the physicians,
their name would not be used in the study, and that participation
or non-participation would in no way affect the spouse's medical
care, in order to guarantee anonymity of the subject's answers, a
code number then was assigned to the consent form and all study
instruments, and the consent form was placed in an
envelope separate from the research instruments.

Instrumentation
Several instruments were used to collect data for this study.
With regard to burden of caring, the Index of Activities of Daily
Living (ADL) (Katz, et al.,1963), and the Instrumental Activities
of Daily Living Scale (IADL) (Lawton & Brody, 1969), were used
along with basic demographic questions and the nine catagones of
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the Norbeck Social Support Questionnaire (1981) as a Caregiver
Survey (See Appendix B).

This instrument utilized well known

guestionnaires to both confirm the arthritic person's
classification of advanced rheumatoid arthritis as derived from
the clinic record and to establish the level of caregiver burden
for correlation with coping strategies used by the caregiver.
Demographic information was sought on the Caregiver Survey to
describe the sample.

These items included information on age,

race, and sex of the caregiver, length of time as caregiver,
employment status, number of people in the home, perceived health
status, level of education, length of time married, age of spouse,
and age of spouse at onset of rheumatoid arthritis.
Norbeck, Lindsay, and Carrieri (1981) developed the Social
Support Questionnaire to assess a person's social supports and
types of assistance given by those supports.

For this study only

the nine catagories of social support systems were used to screen
the caregiver and assess their pattern of social support:

spouse/

partner, family/relative, work associates, friends, neighbors,
health care providers, counselor/therapist, minister/priest/rabbi,
or other.

Answers were recorded in check-list fashion and were

reported simply as utilized by a caregiver.

This information was

used to describe further the spouses caregiving burden.
The Index of Activities of Daily Living was developed by Katz
et al. (1963) to measure and rank a person's ability to perform
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six activities basic to daily living.

These activities were

bathing, dressing, toileting, transfering to and from chair or
bed, continence, and feeding.

For each of these activities a

person was ranked according to ability to perform that activity
either independently, only with some level of assistance, or
totally dependent on others.

Answers also may be scored using a

Guttman-type scale, as was done in this study.
of items with a negative answer were summed.

Here, the number

The resulting score

described a person's level of dependence in performing the
activities of daily living.

Kane and Kane (1981) cited

reproducability coefficients of .948 and .976 found in two studies
using the Index of ADL.
The Instrumental Activities of Daily Living scale was
developed by Lawton and Brody (1969) to measure a person's ability
to perform eight activities of a more complex nature than the
basic ADL's.

Activities assessed by this instrument were:

the

ability to use a telephone, shop, prepare meals, keep house, do
laundry, utilize transportation systems, handle finances, and
medicate self.

Answers on the IADL scale also may be recorded on

a Guttman-type scale.

Again, all negative answers were summed and

the overall score described the level of dependence in the
performance of instrumental activities of daily living.

A

reproducibility coefficient of 0.94 has been reported for the IADL

Scale (Kane & Kane, 1981).

35
To measure the burden of caregiving, the scores of the two
instruments were added together.

A score of 1 to 7 indicated low

caregiver burden while a score of 8 to 14 indicated high caregiver
burden.
The Jalowiec Coping Scale (JCS) (1987) was the instrument
used to determine coping strategies (see Appendix C for
permission).

This instrument was developed to determine both the

coping styles, which are combinations of strategies with a similar
theme used by an individual, and the individual's perception of
the effectiveness of each coping style.

Listed on the instrument

were 60 coping strategies which delineated 8 coping styles.
styles were:

The

confrontive, evasive, optimistic, fatalistic,

emotive, pallative, supportant, and self-reliant.
Jalowiec defined confrontive coping as confrontation of a
situation, facing the problems, and constructive problem solving
and used 10 items for this style.

Evasive coping style was

defined as activities to evade and avoid the problem; 13 items
were devoted to this style.

Optimistic style, with 9 items, was

defined as strategies using positive outlook, thinking, and
comparisons.

Fatalistic coping style was defined as a pessimistic

and hopeless outlook and feeling of powerlessness in regard to a
situation and had 4 items.

Emotive coping style, which 5 items

addressed, was defined as strategies which ventilated feelings and
released or expressed emotions.

Palliative coping utilized

strategies which make the user feel better in order to reduce or
manage distress; 7 items were included to measure this style.
Supportant coping style was defined as using support systems to
cope and 5 items were included for this style.

Finally, 7 items

were devoted to measuring self-reliant coping style (Jalowiec,
1987).
The JCS was divided into two parts.

In Part A, the subject's

responses about how often a given coping strategy is used were
recorded on a 4-point Likert-type scale:
used", "sometimes used", and "often used".

"never used", "seldom
In part B, the

subject's attitude about the effectiveness of a given coping
strategy was measured.
point Likert scale:

Responses were recorded on a similar 4-

"not helpful", "slightly helpful", "fairly

helpful", and "very helpful".
Numerous ways of scoring the JCS have been devised.

For this

study, use of raw scores (the sums of the items comprising each
coping style) was chosen, as this data would then be compatible,
for statistical analysis, with data obtained from the caregiver
survey.
For purposes of this study effectiveness scores which were
51% or more of the maximum possible score for a given coping
style, indicated that particular strategy was effective in
reducing caregiver burden.

Scores which were 50-s or less of the

maximum possible score for a given coping style, indicated that
particular strategy was ineffective in reducing caregiver burden
The current JCS was modified in 1987 with the addition of 20
coping strategies and the effectiveness rating section.

Only

preliminary psychometric data was available for the revised
instrument.

Cronbach Alphas of 0.70 or higher were demonstrated

on all useage and effectiveness subscales except for the pallative
coping style subscale.

Three month stability reliability was

demonstrated using retest correlations for the total use and total
effectiveness scores.

All eight of the use and seven of the

effectiveness subscales also were shown to be reliable in the
retest correlations.

Concurrent validity was not demonstrated by

correlations of the JCS with the Coping Ability Rating, a one item
instrument with 10-point scale from "coping poorly" to "coping
very well".

Predictive validity, however, was demonstrated by

correlations between the Coping Ability Rating, Level of Stress
Rating, Stressor Scale Score, and the Jalowiec Coping Scale
(Jalowiec, 1989).
Data Collection
After receiving approval of the study from the Mississippi
University for Women Committee on the Use of Human Subjects in
Experimentation (See Appendix D), the researcher contacted the
physicians practicing jointly in the selected rheumatology
The nature, purpose, and methodology to be used in the study
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explained and samples of the instruments, invitation to
participate, and consent forms were presented for examination once
permission to conduct the study was secured by means of an agency
agreement (see Appendix E).

Charts of patients to be seen in the

clinic on a given morning or afternoon were reviewed for the
medical diagnosis.

Those charts showing a diagnosis of rheumatoid

arthritis were further examined to determine if the arthritic
person had a functional classification of III or IV and was 60
years of age or older.

If those criteria were met, the chart was

set aside and held till the caregiver and patient arrived for the
office visit.
On arrival at the clinic the caregiver was approached and the
investigator identified himself and told the caregiver about the
study.

The caregiver was asked to participate if they met the

final criteria of being 60 years of age or older and provided at
least 51% of the care needed by the impaired spouse.

Those

spouses stating they were 60 years of age or older were given the
Invitation to Participate in a Study.
To conduct the data collection interview, the caregiver was
taken by the researcher to another room.

Each subject was given a

copy of the two instruments, the caregiver survey and >,he JCS to
refer to while the researcher read the questions and recorded
answers.

Following the interview, subjects were thanked for
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participation and escorted back to the waiting area or examination
room where they rejoined the arthritic spouse.
Data Analysis
Data were analyzed in using discriptive and correlational
statistics.

The first, second, and third research questions,

which described the burden of caregiving, use, and effectiveness
of coping strategies respectively, were analyzed using descriptive
statistics.

Data on the burden of caregiving (ADL/IADL) were

analyzed and reported using the arithmetic mean.

Data on use and

effectiveness of coping strategies (JCS) were reported using the
arithmetic mean and the median.

The fourth research question,

which investigated a relationship between burden of caregiving and
level of coping, was analyzed using the raw scores on the ADL/IADL
and JCS to compute the Pearson Product Moment Correlation.
Limitations
This study is constrained in the following ways:
1. Limitation of this study to one geographical area prevents
generalization to other geographical areas.
2. Limitation of participants to spouse caregivers over 60 years
of age prevents generalization to spouse caregivers less than 60
years of age.
3.

Limitation to spouse caregivers prevents generalization to

other caregivers.

4.

Limitation to advancsd rheumatoid arthritis prevents

generalization to other forms of rheumatic diseases or chronic
illnesses.
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CHAPTER IV
THE FINDINGS

This study was designed to determine if a relationship
existed between the level of coping and the burden of caregiving
for spouses of elderly persons with advanced rheumatoid arthritis.
A descriptive correlational study design was utilized for this
investigation.

Thirty caregiving spouses who brought their

husband or wife with arthritis for an office visit at a central
Mississippi rheumatology clinic, and met the study criteria, were
selected as a sample of convenience.

After obtaining informed

consent, a caregiver survey and the Jalowiec Coping Scale (1987)
were administered individually to the subjects in a private
interview.

The caregiver survey was a researcher designed

instrument which gathered demographic, social support, and
caregiver burden data by utilizing the Activities of Daily Living
Scale (Katz, et al., 1963), the Instrumental Activities of Daily
Living Scale (Lawton & Brody, 1969), basic demographic questions,
and the nine social support catagories of the Norbeck Social
Support Questionnaire (1982).

The Jalowiec Coping Scale (1987)

was an instrument designed to gather data on coping strategies
utilized by a caregiver and the effectiveness of those strategi
in reducing the caregiver's burden of caring.

The combined useage

9-2
and effectiveness of coping strategies determined
a caregiver's level of coping with the burden of caregiving.
Description of the Sample
A total of 30 subjects met the criteria for this study.
These criteria included: (a) the caregiver and arthritic person
be 60 years of age or older, (b) the arthritic person have
rheumatoid arthritis and be functional class III or IV, (c) the
caregiver and arthritic person be married or living in a marital
type relationship, and (d) the caregiver was available to give
care 51% or more of the time that the arthritic person needed
assistance with activities of daily living and instrumental
activities of daily living.

Subjects ranged in age from 60 to 78

years with a mean of 67.1 years.

Nineteen males (63.3%) and 11

females (36.7%), including 2 blacks (6.7%) and 28 whites (93.3%)
were interviewed.

The spouses with advanced arthritis ranged in

age from 55 to 81 years with a mean age of 66.2 years.

Although

study criteria stipulated the arthritic spouse be 60 years of age
or older, in three cases, subjects meeting caregiver criteria were
admitted for participation with arthritic spouses who were 55, 58,
and 59 years of age but met all other criteria.

All 30 spouses

with advanced rheumatoid arthritis were classifxed as functional
Class III.
Five caregivers (16.7%) worked full or part-time while 25
(83.3%) were no longer working.

Sixteen of the caregivers (53.3%)

considered their health to be good, 8 (26.7%) fair, and 6 (20.0%)
poor.

The number of persons living in the home ranged from 2 to 5

with a mode of 2 persons.

The length of education ranged from 3

to 19 years with a mean of 12.8 years.

Caregivers and their

spouses had been married an average of 40.5 years with a range of
6 to 56 years.

The mean age for the onset of rheumatoid arthritis

in the disabled spouse was 56 years of age with a range of 20 to
79 years. Caregivers had been providing care to the arthritic
spouse from 1 to 43 years with a mean of 6.7 years (See Appendix F
for Raw Data).
Caregivers indicated a mode of 4 social supports, a median of
4, and a range of 0 to 7.

Twenty-six (86.7%) stated they had, or

could count on, encouragement or assistance from friends, 23
(76.7%) from neighbors, and 22 (73.3%) from family or relatives.
In descending order the other social supports were:

minister,

priest, or rabbi 17 (56.7%); work (or former work) associates 9
(30%); spouse or partner 8 (26.7%); health care workers 6 (20-s);
councelor or therapist 1 (3.3%); and other 1 (3.3%). (See Appendix
F for Raw Data)

Results of Data Analysis
The first research question guiding this study was:

What

are the burdens of caregiving for elderly persons with
rheumatoid arthritis?".

In general, caregiver burden

be low (assistance required with 0 to 7 activities) for 16 of the
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subjects (53.3%) and high (assistance required with 8 to 14
activities) for the other 14 persons (45.7%).

Specifically,

arthritic spouses were shown to be dependent on caregivers 51% or
more of the time for assistance with 6 of the 8 instrumental
activities of daily living:

shopping, housekeeping, preparing

food, transporting, medicating, and laundry.

Findings show,in

only 2 of the 6 activities of daily living, that arthritic spouses
were dependent on the caregiver 51% or more of the time for
assistance:

dressing, and transfering (see Table 1).

The second and third research questions guiding this study
were:

"What coping strategies are used by caregiving spouses of

elderly persons with advanced rheumatoid arthritis?" and "What is
the effectiveness of coping strategies used by caregiving spouses
of elderly persons with advanced rheumatoid arthritis?".

Subjects

made the most use of the optimistic coping style with a mean score
of 16.8 which was 62.2% of the maximum possible score. Optimistic
coping was the behavior which viewed a given problem or situation
in positive terms (Jalowiec, 1987).

The second most frequently

used coping style was confrontive coping with a mean score of 17.2
which was 57.3% of the maximum possible score.

Confrontive coping

was behavior which confronted the problem and utilized
constructive methods to solve problems.

Self reliant copi g

the third most frequently used coping style with a mean
11.9 which was 56.5% of the maximum possible score. Self reliant
coping was behavior which utilized

-sufficiency m problem

self
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solving.

The other five coping styles, evasive, supportant,

palliative, fatalistic, and emotive, were utilized less than 50%
of t h e t i m e b y c a r e g i v i n g s p o u s e s

(see Table 2).

Subjects also reported optimistic, confrontive, and selfreliant coping styles as being most effective with respective mean
scores of 56.7%, 54.9%, and 51.3%.

As with the coping style use

scores, no other coping style effectiveness mean score was over
50% of the maximum possible score for those styles.
A close parallel in mean scores between use and effectiveness
was found for the various coping styles.

The three most utilized

coping styles were also assessed as being most effective, and
their combined mean scores for use and effectiveness ranged from
0.7 to 1.5 points.
The last research guestion guiding this study was:

What is

the relationship between the burden of caregiving and the level of
coping for spouses of elderly persons with advanced rheumatoid
arthritis?".

Using raw scores for both caregiver burden and the

level of coping for caregiving spouses, no relationship between
these variables was shown to exist in the subjects particip"
in this study (r = .0459 [df = 29], £ = .3746).
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Other Findings
One additional finding of this study which was of interest
was the ratio of males and females in the sample.

The sampling

procedure made use of convenience sampling to obtain study
subjects.

Many prospective subjects did not qualify for

invitation to participate in the study because the arthritic
person was unmarried or widowed, therefore the first 30 cases
having a spouse caregiver meeting the study criteria were chosen.
Despite this non-random sampling procedure, 19 male and 11 female
spouse caregivers were chosen to participate. The 2:1 ratio of
male to female caregivers in this non-random sample mirrors the
2:1 female to male occurance ratio of rheumatoid arthritis in the
general population.

Summary
Four research questions were used to guide this study. These
questions elicited information on caregiver burden, coping
strategies used by the caregivers, effectiveness of the coping
strategies, and the relationship between caregiver burden
caregiver's level of coping.

The subjects for this study were

spouse caregivers, 60 years of age or older who cared
husband or wife with advanced rheumatoid arthritis,

a convenience sample. The thirty subjects were almost equally
divided into high and low burden groups.
three predominated in use:

Of eight coping styles,

optimistic, confronti

^9

reliant.

These same three scored equally well in effectiveness at

reducing caregiver burden.

No relationship was shown to exist

between caregiver burden and level of coping for the spouse
caregivers.
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CHAPTER V
THE OUTCOMES

This study was descriptive correlational in nature, designed
to describe the caregiver burden, coping strategies, and
effectiveness of coping strategies for spouse caregivers of
elderly persons with advanced rheumatoid arthritis.

Data were

gathered using a Caregiver Survey and the Jalowiec Coping Scale
(1987).
Summary of Findings
The convenience sample consisted of 19 males and 11 females,
who ranged in age from 60 to 78 years with a mean age of 67.1
years.

Two black and 28 white subjects participated.

Caregivers

had been providing care from 1 to 43 years with an average of 6.7
years.

Five caregivers were working full or part-time while 25

were no longer working.

Arthritic spouses were between

years of age with a mean of 66.2 years.

Caregivers had from

7 social supports with a mode of 4 with friends, neigh
family or relatives being most supportive.
Data from the first three research questions on caregiver
burden, use of coping strategies, and the effectiveness

strategies, were analyzed using descriptive statistics and
,
n
reported using the mean and median,

The relationship between
ine

51

burden of caregiving and the spouse caregiver's level of coping
was analyzed using the Pearson Product Moment Correlation.
Sixteen (53.3%) of the subjects reported low caregiver burden
while 14 (46.7%) reported their caregiving burden as high.
Caregivers utilized optimistic, confrontive, and self-reliant
coping styles most frequently and these same coping styles were
reported to be most effective at reducing caregiver burden.

No

relationship was found to exist between caregiver burden and level
of coping for the caregiving spouses used by subjects in this
study.
Discussion
This study found caregiver burden to be low for 16 (53.3-a) of
the caregivers and high for the other 14 (46.7%) caregivers.

The

burden was primarily a product of the arthritic spouse s
dependence on the caregiver in the instrumental activities of
daily living.

This is inconsistant with Cantor (1983) who found

the more care a caregiver provides, the greater his or her
of burden.
In this study, arthritic spouses were shown to be
dependent in 51% or more of the cases in 7 of the 8 instrume
activities of daily living, while they were dependent m
more cases in only 2 of the 6 activities of daily living,
the activities of daily living, which require heavy phy
labor, the instrumental activities of daily living a

caregiver labor intensive.

Because of this difference, much of

the needed assistance could be provided by special or modified
equipment allowing an arthritic person to independently perform
the instrumental activities of daily living.

Much of the needed

equipment exists already.
The gerontological nurse clinician can serve as an
information and referral resource for these caregivers in
assisting them to find the neccessary assistive devices for the
arthritic spouse.

By helping the arthritic person be independent,

demands on the caregiver may be decreased and, by definition,
burden would also be decreased (Zarit et al., 1986).

Reduction of

caregiver burden in this way would be consistent with effective
coping, as defined by the psychological theory underlying this
study (Folkman & Lazarus, 1980), and as intervention to reduce
stressors, which is consistant with the nursing theory underlying
this study (Neuman, 1989).
Coping styles which were most often used and also were

as most effective by the caregivers were optimistic, confrontive,
and self-reliant coping. These styles are all based on a feeling
of control, by the caregiver, over a situation. The caregiv
makes a conscious decision to look at the situation m a positive
light and face it head on by himself or herself,
1

are consistant with Folkman and Lazarus

-hese fin

(1980) speculation that

situations appraised as stressful but challenging by an
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would evoke the best coping.

These findings are also consistant

with Barusch's (1988) study which found caregivers coped most
effectively when using strategies which allowed them to change a
sitution alone or with help (versus allowing someone else to
manage the situation).
The gerontological nurse clinician may support caregivers by
helping them obtain information on caregiving and promoting the
caregiver's independence, which Neuman termed primary and tertiary
prevention.

The clinician also may support caregivers with

information on how and where to access assistance if needed, which
is secondary prevention (Neuman, 1989).
Failure to determine a relationship between the burden of
caregiving and the level of coping may be a result of the
characteristics of the age group, characteristics of the
particular group itself, or most likely, the small sample size.
Statistically a problem also was found in comparing resul
14-item instrument with results of a 60-item instrumen
problem stems from a large numerical difference in the
scores of the two instruments being correlated.

Anothe

possibility may be a true lack of relationship between t
of caregiving experienced by a caregiver and th
level of coping.

Srivastava (1988) similarly had proble

attempting to correlate coping effectiveness with ca
burden for spouse caregivers of persons receiving con

5*+

ambulatory peritoneal dialysis.

More research needs to be done to

identify the cause of this apparent lack of relationship.
An additional finding is the use of optimism as a coping
strategy.

Neither Barush (1988), nor Folkman and Lazarus (1980)

documented use of confrontive and self-reliant coping styles but,
made no mention of optimism as a coping strategy.

Therefore, it

is interesting that while optimism ranked first in use and
effectiveness in this study, it was not found to be documented in
previous studies.
This finding may be a result of the cultural milieu of the
subjects (central Mississippi), the status of arthritis (class
III) of their spouses, or the subjects religous beliefs (high
social support from minister/priest/rabbi).
Implications for Nursing
In order to provide comprehensive care, the gerontological
nurse c l i n i c i a n s h o u l d c o n t i n u e t o a s s e s s t h e burden of c a r e g i v i n a

and level of coping for a caregiver and to assist the caregiver
necessary.

This assessment may include the previously menti

help with finding information and the promotion of independ
the caregiver's part which corresponds to Neuman s pr'
teritary levels of prevention (Neuman, 1989).

Assist

caregiver also may involve helping the caregiver obtai
if the burden is severe which corresponds to Neuman
level of prevention (Neuman, 1989).

Y
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For nursing education, then, the importance of including the
burden of caregiving and the level of coping by spouse caregivers
in the undergraduate curriculum must be stressed.

Careful

attention should be given to including coping theory, assessment
techniques, intervention methods, and referral sources if outside
help is needed for a caregiver.
Recommendations for Future Study
Several recommendations are made in regard to future study.
They are as follows:
1.

Replication of this study with a larger sample size and
a randomized sample.

2. Conduction of a similar study utilizing different data
collection instruments for comparison of findings.
3.

Replication of this study utilizing a wider range of ages
comparing caregiver burden and level of coping for
younger versus older subjects.

4. Conduction of a study comparing the level of coping of
caregivers versus the level of coping of their
spouse.
5. Conduction of a similar study focusing on low socio
economic status minority elders.
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APPENDIX A
Invitation to Participate in a Study
My name is Judson Williams.

I am a graduate student at

Mississippi University for Women.

I am conducting research on the

ways a husband or wife learns to manage the problems associated
with caring for a spouse with severe rheumatoid arthritis.

I am

asking you to help with this study because your spouse has
arthritis.

While you will not have any risks or benefits from

participating in this study, the information gained may help
health care providers in assisting other husbands or wives in
caring for their arthritic spouse.
If you agree to help voluntarily with this study, you will be
asked a series of questions while the researcher records the
answers on a form.

This process should take about 30 minutes.

Your name will not be used, your answers will not be shared with
your wife/husband, and you will not be identified in the study.
The decision to help or not help will in no way affect ^our

wife's/husband's care. Signing below will be giving permis
help with this study.

Sincerely,

R.

judson Williams, RN

Signed:
Date:

Code:

6l
APPENDIX B
Caregiver Survey
(To be completed by researcher)

SCREENING CRITERIA:
A. Caregiving spouse >60 years of age:
B. Arthritic husband/wife > 60 years of age:
C. Arthritic husband/wife Class III
Class IV

Y
Y

N
N

other

RA.

CAREGIVER INFORMATION:

Age
years
Sex
M
F
Race
B
W
other
Work outside the home?
Y
N
Health status:
good
fair
poor
Number of people in the home
Education: (circle last grade completed)
1 2 3 4 5 6 7 8 9 10 11 12 college: 1 2 3 4 graduate school
Length of time married to spouse
years
Length of time as caregiver to spouse
years
Age of spouse
•;
, year ^
Age of spouse at onset of rheumatoid arthritis
• •.
year^
Social support systems*: (check as indicated by caregiver)
spouse or partner
friends
health care provi ers
family or relative
neighbors
Sniste?/p?iest/rabbi "
min
work associates
other

BURDEN OF CARING:
Instrumental Activities
+2
+1
Telephoning
Shopping
+1
-2
Transporting
+2
+1
-2
+1
Medicating
+2
+1
Handling money
-2
+1
Preparing food
-2
Housekeeping
+1
+2
Laundry
+1
1981)
> r
\LdWLUIl (X DLUUy, -L-/
ADL (Katz, et al., 1963)

-3
-3
-3
-3
-3
-3
-3
-3

Bathing
Dressing
Toileting
Transfer
Continence
Feeding

-4

-4
-4

-5
Score_

Code#__

+1
+1
+1
+1
+1
+1

+2
+2
-2
-2
-2
+2

-3
-3
-3
-3
-3
-3

Appendix G

PERMISSION FOR USE OF JOS

PERMISSION IS HEREBY GRANTED TO

TO USE THE JALOWIEC COPING SCALE IN A RESEARCH STUDY

ANNE JALOWIEC, RN, PHD
LOYOLA UNIVERSITY OF CHICAGO

Appendix D
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IMISSISSIPPI
UNIVERSITY
FOR^YOMEN

Office of the Provost

(601) 329-7U2

Columbus, MS 39701

October 23, J989

Mr. R. Judson w i l l l a m s
Division o t N u r s i n g
Campus
Dear Mr. Will • ams :
The CoiDmitree o n U s e o t Human S u b j e c t s i n E x p e r i m e n t a t i o n h a s recommend,
approval o t y o u r r e s e a r c h p r o p o s a l " R e l a t i o n s h i p o f B u r d e n o f Carep> i v i n g a n d
Coping S t r a t e g i e s f o r S p o u s e s o f E L d e r l y P e r s o n s w i t h A d v a n c e d R h e u m a t o i d
Arthritis," a n d 1 c o n c u r i n t h e i r r e c o m m e n d a t i o n .
Sineerely,

<J

Dorothy Burdeshaw
Interim Vice President
for Academic Affairs

IB: w r
Pc:

Dr. A n n e r r e B a r r a r
Mrs. Marv Pat C u r t i s

Where Excellence is a Traditio
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APPENDIX E
Agency Agreement

J. Kenneth Hensarling, M.D.
Suthin Songcharoen, M.D.
826-R Lakeland Drive
Suite 100
Jackson, Mississippi 39216
Drs. Hensarling and Songcharoen,
I am a registered nurse in the graduate nursing program at
Mississippi University for Women studying to be a geriatric nurse
clinician.

My thesis subject is coping strategies of caregiving

spouses of elderly persons with advanced rheumatoid arthritis.
This discriptive study will use a survey approach.

A

caregiver survey consisting of 14 items and a 60 item coping
questionnaire will be filled out by the spouse and researcher apart
from the elder with arthritis.
minutes to complete.

The two instruments take about 20

The spouses' answers will not be shared

the patient and respondents will remain anonymous.

Apart i_rom

basic demographic information, no identifying information will be

sought.
it ^ Proi of 1989
Data collection is planned for

I am asking your

assistance to identify patients with advanced rheumatoid arthritis
in your practice presenting for care during the data collection

period.
If you agree to assist with this study please sig
^ranted".
the blank below marked "permission g

If Y° u

think data

collection in your office is not suitable, piease sign the blank
below marked -permission denied",

65

if you have any questions please

call me at (601) 366-8292.
Thank you for your consideration of this request.

•Sincerely,

R. Judson Williams, RN,BSN
M.U.W. Graduate Nursing Student

- r9
Permission Granted:
Permission Granted:
Permission Denied:
Permission Denied:
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